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ABSTRACT 

This monograph presents excerpts from discussions 
with participants in tha Psnnsylvania Developmental Disabilities 
Planning Council 1990 retreat, which focused en the creation of 
effective safeguards for pauple with developmental disabilities. The 
discussions notst the incrfastd vulnerability of such people to 
neglect, abuse, and miatrtataent; the shortcomings of unregulated 
relationships between people with disabilities and their caretakers; 
and the limitations of systtaifttic efforts to koap people safe through 
professional, bureaucratic methods. David B. Schwartz in "Quality 
Assurance in the Asylum** looks at historical aspects of this 
question. The discussion first focuses on identifying what makes 
people vulnerable (e.g., lack of power, isolation^ lack of 
alternatives, poverty). Next the contrasting approaches of 
administrative regulation and related legal advocacy versus 
lifesharing and other personal commitments are analyzed in terms of 
their contributions, limits, costs, and effectiveness, covered next 
are strategies for increasing safety (such as supporting the 
contribution of families and friends) and options for actions that 
make families more powerful, reduce isolation, demonstrate 
effectiveness, yet minimize the costs of regulation. (DB) 
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On Community 'Building 

(Discussion fH^port 



Material from the discus- 
sion is betwsin ths Urss 
cn pagds \ikt tfiis 



Editor eomnvnts & 
8«li!etiof\s from otiwr 
nutflfiali a/f on pjain 
pag«fl lika this. 
S«l«etionsa;ii;i9n«d. 



□ 



Discussion rdpom in tho PonpocflvM on Community Building itrl«t turn* 
mariZ9 group meetings on Issues mat eoncem thoi* who ar« working to 
Increose me presence ond pertlctpotlon of people wtth developmental 
dtsabUlttes in the neighborhoods, workptacei . ichooit, and osioelatioru 
that constitute community ife. Meetings tnciuda people with different 
interests and points of vtew: people w(th developmental disabilities, 
family members, people who provide ond manage services, people 
who make policy ond manage service systems, and others who work 
for stronger, more Inclusive communities. 

Discussion focuses on deepening understanding of an Important theme 
and creating options for action rather than on making speclflc plans 
ond decislor^. The process emphasizes ejpioratlon of different perspec- 
tives on complex situations rather than defining consensus positions. So 
points In the summary may conflict with one another. Neither the 
editors nor all portlclparts necessarily agree with each point and the 
summary does not represent an oftlclal position of the group that 
sponsored the meeting. 

Discusslora usually happen as events in the context of change efforts; 
sponsors often schedule ttiem as retreats, search conferences, or re- 
flection days. Participants lypically know of least some other people at 
the meeting, end some participants get Involved In planning and fol- 
lowing up the meeting. 

A facilitator and recorder guide the group's work: negotiating an 
agenda and discussion groundrules, managing the group process, and 
recording and summarizing the discussion, The recorder prepares and 
circulates a written summary from large graphic displays and audio- 
tapes made during the meeting. The summary preserves participant's 
own words and images and organizes their contributiorrs around 
momds Identified during the discussion. The Perspectives paper is 
edited from the meeting summary, from parfclpont'i comments on the 
summary, and selections of other materials shared by people present. 
The editor's introduction and comments are not reviewed by pofticl- 
ponts. 



Praparatksn of this chapter was supported through a lubconfrocf from The 
Center on Human Potey. Syracuse University for the f?e$earch & Training Center 
on Convnuntty Uvlng TTw Research & Trdnhg Center on Community Hvlng is 
supported through o cooperative agreement (Nurrtber HI 33880048} isetween 
the Notionoi institute on OisoblUTy & RshobUtotkio Research (NiDRR) and the 
Unlvefsily of Nillnnosota Imtltulo on Community infegrotlon. Members of the 
Center ore encouraged to exprats their opinions; these do not rtece&sarlty 
represent the offlckal posltton of NIDRR. 
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The discussion suimnarized here took place at the Annual Retreat sponiored by the 
Pennsylvaiua Developmental Disabilities Planning Council on ll'lS November 1988 in 
Hamsburg. Members of Speaking for Oursdvei (a telf-advocacy group), activists with 
physical disabilities, advocates who are family membera, diiablUty righti attorneys, 
people living in intentional cocmiunity, and people who provide lervicei and manage 
service systems joined council members to explore options for increasing the security of 
people with disabilities. 



Thanks 

To participants in the retreat for their sustained and thoughtful discussion and their 
willingness to listen to people with differentpointa of view on a complex and diificult 
issue. 

Special thanks to the retreat planning committee —Mark fViedman, Harry Guise. 
Jerome lannuzzi, and David Schwartz— who risked the discomfort of an open<ended 
agenda; to those who prepared reflections on the conference theme— Steve Eidelman, 
Lucy Hackney, Roland Johnson, niene Shane, Rud Tumbull, and Helen Zipperlin— for 
modeling openness, self-criticism, and careful thinking about their deep concerns; and to 
Chris Barton for setting the whole discussion to music. 

Throughout this paper are excerpts from a manuscript, "VJhat really keeps people 
with disabilities safe in sodety?" prepared by David Schwartz in September 1988 and 
selections from materials sent to participants before the meeting. 



The Question 



To incr«as» salaty: 
•Strangth8nO(»mmunily. 
• improv* fwidsd assistance. 



'^It should be a sobering 
reminder to \2S that, when 
the pioneers in our field 
undertook their task, 
despite the greatest good 
will and thoughtful delib- 
eration they led to the de* 
velopment of modem in- 
stitutional settangB. In 
ofTering enormous bene- 
fits, their work led to loss 
of everything important to 
their beneficiaries " 

— BuitcttBUtt 



The question — What can we count on to make and keep 
people safe? — frames an important perspective on the con- 
tinuing work of building communities that offer people with 
developmental disabilities fuU and dignified lives. It arises 
from a realization of the vulnerability to neglect, abuse, and 
mistreatment risked by people who require substantial, 
long-term assistance to take and keep their rightful place as 
citizens. It is shaped by a sober recognition of the shortcom- 
ings of unregulated relationships between people with 
disabilities and their caretakers and the limitations and 
ironic effects of systematic efforts to keep people safe 
through professional, bureaucratic methods. Left to their 
own devices, a frightening number of care providers act 
inhumanly. But increasing investments in formal means to 
regulate these relationships don't proportionally increase 
confidence in people's safety. Indeed formal systems seem to 
weaken the spirit of commitment necessary for caring rela- 
tionships to thrive. Discussion is animated by acknowledge- 
ment of the desirability and necessity of action to increase 
people's safety by both strengthening the ties of community 
and making necessary assistance more relevant and effec* 
tive. 

As the note on the next page shows, efforts to ensure the 
safety of people who rely on services have an instructive 
history. Many of today's approaches to improving quality 
through policy, training, hands-on management, and exter- 
nal monitoring would be familiar to nineteenth century 
asylum keepers. Then, as now, their insufficiency raises a 
troubling issue. Can it be that the very design of well man- 
aged settings that meet every need frustrates our attempts 
to embody our good intentions? Could it be that the conmiu- 
nity services we have carefully developed share too many 
characteristics with earlier, now discredited approaches? 
And if so, must people with developmental disabilities ac- 
cept the built in limits of total environments as the best 
available compromise in a dangerous world? What strate- 
gies offer ways to constructively engage these questions? 
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Quality Assurance In the Asylum 

David B. Schwartz 



"Before doting the doom for the nighty 
attendant* must aae that Uis patients 
axe Gomfbrtably in bed; and it it espe- 
cially essoined tliat they ol&r gentle and 



The Wiliard Asylum for the Chronically Insane was founded in reiponse to a 
social outcry over the mistreatment of "the insane* in county jails and alms- 
houses in the nineteenth ecntuiy. Dedicated staiTand tnutees wos^d unceas- 
ingly to better thdr condition. Yet baraly were the opening eslebrationt over 
than Wiliard found that it was not ifcialf immune to the pertistsnt problems of 
abuse and ne^ect It must have come la • disrauragiag shock to the idealistic 
founders. 

The institutional planners were not naive. Practices to 
maintain the quality of core were built in from the beginning. 
l>esigned following the popular 'Xirkbrids plan * the asylum 
was built in two *Svinft* oentersd by the residence for the 
medical euperinteadent and hli fiuaily. Knowing that the 



^^^V'SSf^ moefexdted- patienU wen most likely to precipitate mis- 
""ifiSr^or^i^ -t-ff' was .ppin^tly the practice «t Wiliard 

^ to place the ward for that diM in the building complex joined 

to the superintendent's apartmcnU. It was easy to tour the war^ s unexpectedly. 
The Board of Trustees wers no lees vigilant; in their bylawi they entered the re- 
quirement that the facility be visited by a board member weekly. Yet despite 
these and other monitoring mechanisms, cases of ibuse must have begun to 
occur. The first pubhe sign of this came in an annual report to the legiilaturs 
only six yean after opening. In it an ^experiment" was noted in which a "gentle- 
man* of the vicinity had been engeged to tour the male warde daily and to nport 
on the "demeanor of attendanU toward patients * so that he Bight "provide a 
wholesome restraint" upon the behavior of attendants. 

One must auume that this particular solution proved insufficient, for b: "ely 
four years later resort was made to proposing a far more eevere remedy. In that 
report the trustees and ths administrator together asksd the state legiilaturs to 
pass a law making it a misdemeanor for an attendant io commit an assault upon 
a patient Notice of the law was to be posted on every ward and in the very 
bedrooms of employees. A year later the ennual report noted that the greateit 
danger to quality of care was still "undue severity" or neglect by attendants. 
Defending itself egainst public criticism in the use of physical restraint, the 
superintendent expressed hope that more thorough training for employees might 
develop their humanitarian inclinations and thus reduce the frequency to which 
restraint was resorted. The success of this approach is not known. 

Whether in the gaA of the New York state's present Ckrmmifsion on Quality 
of Care, the State Lunacy Commission, or thst anonymous "gentleman" who 
walked the asylum wards a century ago, a lesson may be that the job of the 
monitor of quality and human rights is a com tant one. It is when society loses 
interest in peering over the asylum wall that the fhiit of inattention ii nally 
bom. But even more importantly, those early asylum idealists had to team 
through their own inevitable failure that, in Andrei OtoUn's words: "even if in* 
ititutions were put in the best working order, they would be intrinileally abuiive 
at their best end their best would be virtually impossible to euitJiin.* What 

seemed like the best plan, developed by the best people, had failed to ftilflll ite 

best and^eir best of "refuge" the word "asylum" would come in time to be an 

WOlildl^ ^drtukUy •y°****'^ °^ abandonment and despair. 

imposaible to 
sustain.** 



"even if institu- 
tions were put in 
the best working 
order, they would 
be mtrinsically 
abusive at their 
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Concerns that Shaped the Context of the Discussion 



The Pennsylvania Developmental Ditabilitieft Planning 
Council's retreat planning coimnittee espreifet the history of 
the question in its invitation to a meetinig to foUow-up on the 
retreat suzmnarized in this report* 

Tht stiuggte to isprov* th« livtt of dtizwif of Ftaniylvinia with dtvtldpmintil dlMbiUtiM hM bMn a 
loag tad diMeult o&t. Euh tUp of pngrtw: to gain admiuioo of chUdfUi with dliiliiUtiM to achool, to 
dm paopla ftom lift in iaat^tutioDa, to auppoxt poopb ia thoir owa oommuiiltiM» his coat ooly ai tha 
mult of uacaaiini worit by many gp^mmttud paqpla. . « 

Whila gaini bava oflaa baao fiwlrai^igly ildw^^^^ (bast aA alw«yf ttitiy tson naadf to ba mat, thara 
bu uaoally baan a aanaa of piognaa baing mada. Utopia witb aoit diiabUltiai ^padally with mantal 
rf tardatloo- uoquaitionably bava iniieih battar UL oppoiiunittaa Ibin Ihur did Ibii^ yaan afo,*. Xnnova- 
tiva approaebM... Ctxpandl oppoxtuoitiea in new waya onty draaaad of a nw yawn afo, aiteb u adoption 
for ehildran with apadal saadf , flexibla and family-drivaa* iuppoit to fiunlUai, nil anptoymtnt for 
peopla who fbmarly workad only in ibelteiad woxluhopi, and maay otbar ami* 

In iplta of aueh progrua, however, t}ieie have been a number of meat ilini that Mfloui probiami itill 
nmain and that new oxMi are appearing. Among tbeaa are: 

• People with menta! retardation being retunied to inititutionifirameommunityaaltinii. 

• Financial and staiSngciifea in community aervieei. 

• Report* of ehildran with diiabilitiea not being given M medical attantioe in hcipltali, and rumori of 
newbiima with dieabilitiea being allowed to die. 

• The discovery of high ratea of piychotropie drug uae in community programa. 

• Continuing inddenu of abuie and neglect in inifitutionf, and amargiog tnddinti of limilar probiemi 
in some community reiidencea. 

While the picture ia etiU unclear, a diaturbing aenM of concern about the wilfare of people with dii> 
abilitiea eeeme to be inereai ingly heard firom paranta, advoeatai, govemffltnt offldala, and people with 
disabilitiea themaelvea. Such coneemi are not uoiqua to Panniylvania, and if unda riying problem! do 
exist it is clear that they have been developing for soma time. It li often euy to place blame, but hard to 
understand the true dynamica behind the fMUli {Dvolvid. 

Concern with ensuring security for people with develop- 
mental disahilities grows with accomplishment. 

I Real progress challenges the devaluing notion that people must 
accept and adjust to second class stanis because of their disability. 
But progress has not freed even those people with disabilities it has 
reached from heightened risk of abuse, neglect, and mistreatment. 

Forty years of vigorous advocacy has shown both the promise and 
the limits of legislation and litigatiofi. Landmark decisions estab- 
lish the right to education and create the opportunity for some 
people to live outside institutions. However, the complex systems 
that embody these intentions accumulate problems so serious that 
some observers fear they are close to bxeakdowxt Others note that 
solutions become barrieis as, for example, they recognize the un- 
intended segregating effects of the current special education sys- 
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tern. And Uie tools for itsolving conflict don't always work swiftly 
or reliably. 

I As the services have grown ' * rger and more complex, the spirit of 
refbrm that shaped the cotr lunity services system in its early 
years seems to have give' ^ay to more routine formal relation- 
ships. State agencies have invested substamialiy in regulations and 
enforcement mechanisms; provider agencies have invested sub- 
stantially in compliance. This pattern of regulation and compliance 
provides a means of responding to undesirable situations, but it 
does not work to build better quality srvices-as Steve Eidelman. 
Deputy Secretary of Public Welfare for Mental Retardation notes. 

The PezuuylvuiiA community mtntal ratAxdation Mrvioe dalivixy system ii extremely divtive Vkii 
highly decentralized. It la admlniitend by 46 Mparato local government uniu in pastaenbip with ov^r 
30O private ageadea lerviogovir 43,000 penona annually. 

The 1866 Mental Health and Mantal Betardation Aet placet responsibility to set and enforce standards 
with the Departmentof Public Welfare. Department of Public Welfare regulations establish minimum 
standards for the piovisioo of various iervioes... 

Though basic health, safety, and minimum program elements are maintained by enforcement of these 
requirements, it is commonly acknowledged that enforcement does not constitute the most effective 
method to enhanoa quality In community mental retardation programs. . . 

Advocates, consumen and their families have historically been instrumental in advocating for the 
establishment of new and expanded services and have been vigilant overseers of the provision of services. 
The vitality of Pennsylvania's community mental retardation sendees system depends on the dynamic 
interaction between &s partnership and an accepting community.... 

Trom: Dtpvtrotsl of Public VttUm (t983). QuaUty «abuMmeaU Mv%tal JUtardatieH BuiUtiH. tOQ-aS-OB, p. 3. (Emphftci* tddtd) 

I Despite the growth of investiment in services, an increasing 
number of patents of people with severe disabilities still feel the 
urgency of the same basic question that animated the pioneers of 
the parent movement for people with mental retardation: What 
will insure my child's security when lam no longer able to do so? 

I A small but growing number of people share their lives and some- 
times their homes out of a recognidon that interdependence 
among people with socially visible differences offers the best 
hope of security for everyone in a dangerous world. The more 
public of these efforts -such as Camp Hill Kimberton Hills, the 
Orion Communities, and tte International Federation of 1' Arche- 
communicate in their daily living together a sense of security and 
support for every members* development that impresses even 
those who would nor choose such a life for themselves. These 
settings raise a question about the service system's duty to regu- 
late the safety and adequacy of people with disabilities' homes 
and workplaces, even if they do not accept public funds from the 
service system. And system interest in regulating these living re- 
lationships causes deep concern that the pattern of regulation and 
compliance will destroy the heart of lifesharing by introducing 
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distinctions of inequality between *'staif' and "'clients.** Finding 
ways for peoplewho are lifeshaiing and people with system manage- 
ment responsibility to leam from one another will stiengihen both 
efforts. 

I Some ptople have concluded that the pattern of inczeasing regula- 
tion amounts to using the wrong means to desinble ends. In their 
view, appaient improvements in the system make things worse by 
undermining the vezy fabric of commiuiity relationships essential to 
b^ter lives for all people. Moreover, a rising tide of regulation 
drowns the spirit which must animate effoxts to overcome injustice 
and exclusion. 

Responaea to the question -What ensures security?- pro- 
vides a helpful complement to discussiozis about how to im- 
prove quality in human s^^ce systems. Participants in this 
discussion clearly identify that the qualities that offer people 
with disabilities security are the same qualities that deOne a 
good life: caring relationships, opportunities for participation 
and association, and power over l^e conditions of evetyday 
life. The perspective offered here highlights some of the limits 
and costs of quality assurance systems and describes some of 
the other kinds of social change and systems change efforts es> 
sential to insuring that people with disabilities have the secu- 
rity offered by a good life in community. 



The 'Jlseusslon Begins 

Wise decisions about how to incjrease the fiecurity of 
people with disabilities begin with improved understanding 
of the social conditions that increase vulnerability and 
careful analysis of the contributions, limits, costs, and con- 
ditions for eff^veness of the different types of available in- 
struments. Understanding and analysis suggest possibilities 
for action. 

When concerned people take action without taking time to 
clarify their unHl«rstanding and account the possibilities and 
the limits of thtir tools, they miss opportunities and in- 
crease the ehmees of gettixtg stuck in the unintended conse- 
quences of their action. 

Clarence Sundram, Chairman of the New York State 
Comisiion on Quality of Care, identifies some of the conse- 
quences of acting too quickly on the assumption that more 
funding, more regulation, and more professional staff will 
create better environments for people. 

Several yean ago tht Comsniiiion WM fionductinf * study tlif quality of care provided by community 
rMideneei lerving Mvertty ft&d imfoundly mtntally ntiraad pmont in the New York City area. Many 
eucb residence! had baea Nti^bid punuiat to the WUlowhrook Conient Judgment and a large number 
of them had been coavarttdiato Infirmnditfs cart fteUftiM for tht neatally ntarded in an effort to in- 
crease the level of ledaril fimdiof . Ofi« of the txpaetad haaellts of eonverting the residenees into ICF-MR's 
was to enhance the level of diofeil itiflfiVitllbli to mtit the netdi of the reiidente. Yet, as we visited a 
number of homes, we were itmek by the ihmct of any evidsnt bent fit to the residents fjpom this increase 
in 8ta£L It turned out that much Of this SMwIy found cltnleal staff tlmt wu consumed in pieparing de- 
tailed treatment plana with long 4am goala and thort-teno ot^eeti vei, perforalng a variaty of assess- 
ments, and fSUing the diantt* Mcordi with a hitttfy of taiti and mm and fndicaton. Many of these 
procedures and processes wen aade naostiaiy by Midieaid nfuIatioBS. In tisasee, what this sounds like 
is that we went into the Medieafd profram to git mm money to hire more elinleal staff to fUJ out the 
forms that the Medicaid prograos wqufru, Whit does thll do to itoprova dttat ears? Whan we commented 
on the paucity of direct servieai by thesa dinleil proSMiionili to tht oentally retarded elienta, we were 
told that the professionals had too mueb paperwork to ba mora involved in tetually implementing the 
plans they were wxifing... .* : 

...mhere seema to be something ftmdamentalty wrong w{tb tht devoUon of so much high priced and 
scarce clinical and professional staff tint to tht dtvttopmtnt of trtstffitnt plans that no one baa the time 
Co implement For whose benefit in wc doing this? 

...[ElfTective regulation requtrss ija ability to Influtnet tnttniil behavior with organizations to produce 
desired outcomes. When rtgulaton do not know how to dtflna the dei ired outcomes, their strategy often is 
to take complex problems and brisk tham down into enudltr •ub'probltms and focus on developing 
detailed regulatory specificatloni that tttempt to oontrol fnttnud babavfor of staff without reflectioa of 
the elTect of thesa behaviors baouteoats. Both the ragulator and tht regulated know that the underlying 
problem is not being addrasttd but rathtr that tlSboratt gt»ta ara being constructed. If the regulatees 
an seen by the regulatora ai alwityi tsytog to find loopholtt, thta tht duty of the rsgul&tor Is to plug up 
such loopholes ehtad of tiait. This Itada to myriads of iptdfleatfoBS, linot ftgulateat are innovstive in 
finding loopholes. As toon ai a pile of ipadfleationf baeoDtt high* tht rtgulateea can mount their attack: 
namely, that they are swamped with rtgulations and tpteifieatioaa and paperwork. The regulators in turn 
will insiet that they have so altamativt. But over*rsgulafion canaiss the target in both directions. 

iroffl: Rfflulation - Hive wt al gone mad? Ousl^ iT/C&y, Ssp»(nOer<OdP^. 1M7. p. S. 

B 



able? 

I • ^frofegie^ for inaisQ^'ng 
people'^ i>ecurify. 

{• Options fof odion. 
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This diagram below sumarizes discussion of the sources of 
people's vulneral^ty. It suggests important considerations 
for those who want to make people more secure: 

I No single path leads to greater security. Positive action can 
and should address each condition. Different concerned 
2>eople may be drawn to work on different conditions; none 
can claim dominance. 

I Problems in one area will hinder efforts to address another. 
For example, efforts to increase people's options for recourse 
may be severely limited by the built-in inadequades of 
closed settings. 

I Focus on just one area can make people less secure. For 
example, decreasing bureaucratic controls over settings in 
which people are isolated and powerless is risky. This cre- 
ates dilemmas. 

I Failure to honor the capacity of people with disabilities to 
influence their own destinies underlies these conditions. 
Regardless of the focus of work, people with disabilities 
themselves should be actively involved in decision making. 



What increases People's Vulnerability? 




Low Status, Poverty. 
Lack of Power 
Being treated as a commodity 



tsoiatlon 



Bslng kept in closed Mttingt 



Personal effeeti erf opprosslon 

*NotrMOfinl2in0ii)UM 

• Not knwirine wfut to do tiiout It 

*0«pfHMdlXpi€tltiOfll 

• B«iiif tfut ibuw ii OM'f own tiuH 
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What Makes People with Dsvelopmenta! DIsabltittes Vulnerable? 



O People with disabilities share the same vulnerabilities as eveiy- 
one else in our society with even less power to deal with them. We 
are all vulnerable to unsafe streets, air and wa^er pollution, ineffec* 
tive transpoit, and a growing number of other threats right up to 
nuclear war. 

Lack of power • No one has the power to control all the threats to safety and well 

being. But people with disabilities typically have a much smaller 
area of power over the environments they live in than the rest of 
us. At the extreme, some people with disabilities have no time 
and place which is their own; Uiey are always under someone 
else 's supervision and control. Ironically, our best effoits to 
insulate {/eople from the threats of the outside world have isolated 
them. To increase safety we have created places that have closed 
in upon themsslvei and deprived people with disabilities of the 
c(»iacts, information, and power they and their families need to 
stay as safe is poialble. To protect people we have made mles 
and reguUdons that effectively uncknnine staff people's ability to 
use their common seme. And even all these rules don't guarantee 
staff wiU treat people with common decency. 

• Some risk, some luffsring, is integral to our common humanity. 
It's impossible to defend against it without destroying the fabhc 
of human life. But without vigilant and vigorous protection, 
people with disabiUtiei are far too often neglected and abused. 
This is the dilemma we face: How do we collectively protect 
people without patronizing them or destroying their oppoimni- 
ties? 

□ There are two ways people with disabilities get hurt: aaively. 
when somebody hurts you; and passively, when something you 
really need isn*t there or doesn*t work. What you need may be just 
for you —like a special kind of brace— or it may be something 
that benefits lots of people — Ukt physically accessible environ- 
ments. 

Isolation O People with disabilities are vulnerable when they are isolated. 
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O There has been so much talk about deinsrinirionalization that some 
people might think it was finished. We have to keep eveiyone aware 
of the continuing reality of institutionalization. Insti&itions aren't the 
only bad places, but they are bad and they are still there and their 
budgets ire still growing. AU the people aren't out yet; there are still 
12 and 13 year old boyi and girls there. And every instimtion isn't a 
state instimtion. People with disabilities are institutionalized in 
private facilities ind nuning homes and jails. 

□ Some people with disabilities are abused or neglected and think they 
deseive no better. People with dlsibilides are safer when they know 
for themselves what abuse is and what to do about it This means 
more than just informatiom it means helping people sort out their 
expectations, taking responsibility for what they can do. and learning 
to deal with the anger and depression that arise irom being oppressed. 

• Groups like Speaking for Ourselves* can help many people with 
disabilities get a sense of what they deserve and support them to get 
it Parents of children with disabilities also need group and organ- 
izational suppoit. 

• Access to other people with disabilities who have an effective sense 
of outrage and who can be models of how to live well with disabil- 
ity have been very impoitam to many people. 

• Ways to get people who otherwise wouldn't know people with 
disabilities, like Qtizen Advocacy, help, especially when a person's 
disability makes it hard for the person to speak for him or her self or 
when a person is very isolated. 

• Sometimes people need a good lawyer. 

0 Some people are in places that are physically unsafe. 

□ Lots of ramps and curb cuts aren't weU made. 

G Some people either lack equipment they need or have equipment 
that isn't safe. This can be easy to see —as when a person's wheel- 
chair looks rickety. Or it can be harder to spot »as when a person 
isn't positioned right in a wheelchair that looks OK. 

□ People are more vulnerable when there are no effective means of 
recourse. 

• Some people with disabilities never see anyone but the people who 
perpetrate abuse. The supervisors and professionals and monitors 
who are supposed to check rely on reports and papers and walk 
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through inspections instead of xeally coming to see» sharing the 
food, spending the night. 

• Things get worse if there is no one to notice when something isn't 
working, no one to ask ''Why?**, no one to figure out what are the 
right questions to ask, no one to see things from the person's 
point of view and tiy to know how it feels. But it's hard to know 
how things feel when you only have foxms and check lists. 

• If there ire no real alternatives for a person, procedures for re- 
course can't work very well. If someone neeids another place to 
live and that other place isn't available, an appeals process can 
justbehoUow. 

D In addition to outright dehumanization, abuse or neglect, many 
people with disabllides depend on staff people who just don't do 
their jobs very well. 

• Many staff don't seem to understand people with disabilities as 
people. Maybe this is made worse by trying to improve service by 
reducing what it takes to care for a whole person into a list of 
rules and procedures and teams. 

• Many staff are not respectful of the people they look after. They 
act as if people with disabilities should be grateful and coopera- 
tive with anything that gets done. Maybe this reflects social 
values that assign people with disabilities to second class status. 

• Many staff don't pay attention to people's abilities; they just focus 
on deficiencies. Maybe this reflects social values on verbal intel- 
lectual skills and physical ability that overshadow the contribu- 
tions of people who are not obviously smart or typically skilled. 

• Many times the staff people who need to cooperate in order to do 
a good job can't get it together. They may have meetings between 
the day and residential staff or between parents and school, but 
the meetings don't always result in collaborative work on what's 
best for the person. Maybe tills reflects a social mytii of self-suffi- 
ciency and individualism tiiat makes people who obviously need 
oUiers to cooperate seem tiireatening. 

• Many times staff people talk about integration without seeming to 
know much about where tiie mainstream really is or how, in a 
practical way, to help people with disabilities be more a part of 
things. Maybe this mlirors the lack of social consensus on the 
inclusion of people with disabilities. Maybe it also reflects social 
confusion about what it means for anyone to be an active citizen 
in our complex, conflict ridden world. 
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ProbUmi findno • balanc* O It is very bard to get the right balance of protection for people. On 

tetwiin ntfllwt & ovinxotKtion one side lies denial of the peison disabiUty and a lack of necessary 

support and supervision. On the (Xher side lies a level of excess 
protectioa that overshadows opponunities to grow more responsible 
for self and paiticipate in life. The more individualized the support 
for a person, the more likely it is that a balance can be four^d. Group 
situations malfe a good balance between too many choices and too 
few choices almost impossible to find. 

□ Finding out about the hurtful things that are harder to see can be 
difficult. Many times the person with a disability knows something is 
needed and missing, but no one who can do anything about it will 
listen. Sometimes the person with a disability doesn't even know 
something that would help exists and couldn't ask for it even if 
someone would listen. Environments that encourage people in power 
to listen to people with disabilities and give people with disabilities 
information and effective control will be safer places than those that 
keep people with disabilities in the dark and decide everything for 
them 

Pifsonal cha/actaristics O Some people with disabilities are especially vulnerable. A person's 

situation needs careful attention if. . . 

. . .the person causes trouble and acts uncooperative 

. . .the person has difficulty communicating 

. . .the person seems especially fragile 

. . .the person acts dependent and childlike 

. ..the person does not seem to grow and change much ovei tiiiw 

. . .the person has no real contact with family or friends 

. . .the person does not seem capable of reciprocity in being involved 
with and contributing to a relationship 

Sadly, these are the people that are mostly likely to be grouped 
together and isolated in the name of "appropriate treatment". 

Povirty & social nw ginalily 0 The Hne of vulnerability lies at the perimeter of our society. The 

more people are seen to be different, the harder they will seem to be 
to understand, the more likely they are to being grouped together, and 
the moit difficult it will be for them to gain control of the resources 
they ne«d. In itable times, fewer people are pushed over the edge and 
deftned as "them". But the line can shift quickly in times of basic 
social change. And conditions can grow worse for people pushed 
outside the edges as uncertainty and a sense of scarcity increase. 



Avoidant & denial of problems 



Failurs to tistfln and look 



B«J«f t^at p«opj« witfi diabiliti«t v* of 
\9iswort) 



B«liflf tfiat mMting th* nMds of p«oplf with 
Oisa&ilfSai aytM away from W m favor of 



GstSng lift out of dMsions about scarca 
fisourcas 



Under these conditions, effoits by people on the other side of the 
line to change things will seem especially threatening to people 
inside the social peiimeter. 

• A great deal of what people with developmental disabilides need 
is paid for as a medical expense. Some of this makes sense (e.g. 
basic health care and some appliances); much of it makes little or 
no sense (e.g. peisonal assist^ or homes paid for by Medicaid). 
Much of the rest is for special education expenditures and for re- 
habilitation. Our investments in people with disabilities don't 
flow from A concern for the welfare of all citizens; rather they 
flow from a concern to provide for the special needs of well 
defined, deserviflg groups. 

• Our society spends a great deal on medical care. And we have not 
found ways to limit the application of high technology, high cost 
procedures. Within limited resources we spend most on heroic 
treatments in people's last days. But it's easier for policy makers 
to identify with high tech treatments for "all of us" (who can 
afford them) than it is to attend to the kinds of basic help people 
with disabilities need. In this context, some people see competi- 
tion between the ongoing needs of a relatively few of "them" 
("the disabled"), and the acute needs of "all of us". And in this 
competition, it's easy for policy makers to choose in favor of 
what they call "the greater good for the greater number." 

• A similar competition can dominate thinking about education and 
even rehabilitation services. Many people still think in terms of 
"educability" and "feasibility for rehabilitation" — categories that 
keep alive the sense of opposition between people who are more 
worthy of assistance and less worthy. 

• We have to discover how to decide things our ancestors never 
had to face. There is more and more discussion about the ethics of 
such decisions. But people with disabilities are poorly represented 
in such discussions and ethics experts are often as isolated from 
people with disabilities and as prejudiced against "them" as 
anyone else. People with cOsabilities need to watch and participate 
in these discussions about ethics, because conclusions about 
ethics can justify institutionalized neglect and abuse. The discus* 
sions are necessary; the issues won't go away. But we have to be 
active. Some policy discussions to get involved with include; 

• Rationing access to medical care. 

- Justifying euthanasia as a medical treatment. 
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- Focus on %rdliiess** and **prevention*\ especially when images 
of wellness do not explicitly include the possibility of disabled 
as a valued way to be a whole peison. 

- Meiging the distinction between human and non-human species 
in a concern for animal rights. 

- Distinctions that divide humanity into peisons and non-peisons. 

• We have to organize with other (potentially) vulnerable groups, 
including people with physical disabilities and people who are 
growing older to understand and confront these basic shiits. 

0 It*s haid to face the facts about abuse and neglect It*s easier to 
think about things in black and white tetms. A simple idea that 
^'institutioa a bad and community ■ good" is misleading. Hiere are 
hard things to get down to the deep parts of For example. . . 

...we are rightly concerned to offer more and better suppon to fami- 
lies. But we have to remember that some families are abusive and 
neglectful 

. . . we are rightly concerned to move people to smaller living environ- 
ments. But we have to remember that some such places become 
abusive and neglectful. 

...there is a growing awareness of -*if not an increased incidence 
of— sexual abuse of people with disabilides in all sons of settings. 

.. .many thoughtful people see current social conditions leading 
directly to the destruction of people with disabilities. We have to 
face the hard possibility that the trend toward infandcide and eutha- 
nasia may well be rising rapidly and not avoid this harsh reality with 
efforts to iine mne service systems. 

In such situations we need to face the problems that do occur and 
look carefully at the different variables that create them: Why this 
family? Why this person? Why this setting? And we need to keep 
trying to identify ways to detect abuse that don't destroy what's good 
and finding ways to create healthy environments. We can't assume 
that the usual solutions — more money, more staff, more rules — are 
;iecessaiily based on the right understanding of the problem 

Ignof Ing potsntial alli«s 0 There is another form of oversimplification that makes it hard to 

manage the issues arising from recognidon of the vulnerability of 
people with disabilities. It's easy to define social values as simply 
negadve and in need of change before any progress can be made. But 
it's not that simple. 
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• Many people recognize the injustices done people with disabili- 
ties and sometimes will join to fight it 

• Many people are willing to welcome individual people with dis- 
abilities. 

• Many people believe that, as one paitidpam said, *^od put us all 
here to take care of each other." 

Contradictions in good intentions , ^ contradictions even within positive values. Reli- 

gious concern can grow out of a sense of ''dignity for full human 
beings/charity for the weak** This can set up a distinction be- 
tween "providers" and "necdexs" that undermines community. 

Uck of awarenesa el the history of o People are vulnerable when they have no history. The dark reali- 
peopie with disabilities ^^^^ p^pj^ ^.^^j^ disabiHties aren't yet completely 

writtea It's too easy to forget that people with disabilities get 
locked up, they get kicked around, they get put into ice packs, they 
get ECT and painful shocks as punishments, they get put in cages. 
And what is written isn't widely known. Children are beginning to 
learn something of the history of race and gender oppression, but 
they don't yet learn about the history of people with disability. 
Better understanding this history would increase a sense of rights 
for all, build recognition of the problems inherent in institutionali- 
zation as a response to people's needs, show us some models of 
living well despite discrimination, and make everyone more sober 
about the long term effects of efforts to reform complex situations. 
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What Keeps Joanle Safe? 

David B. Schwartz 



Joanie wai living 
under the protection 
of one of the matt MCh 
phiitieated lystema 
of lafeguardi of any 
person with the label 
of mental retardatj^ii 
in America. 



It now Mamad that Joania Davia waa not daatined to and her Ufa in mn ini titu- 
tion ailar all. Joania had bean taken to the Willowbrook SUta School for the 
Mentally Ratardad aa an infant, and there aha had ipent all of her young life. Wil- 
lowbrook: after the expoaa, a name aynonymoua with horror and neglect. Where 
Geraldo Rivera had taken hia televition camerai and ihown all, except for the 
f tench, on the evening newi. Where Governor Hugh Carey, living up to a cam- 
paign promiaa, oould ha aaen in a taleviaion soene I itill remember bruahing the 
fliea £rom the face of a child In a crib. Where no one aver left. Yet here Joanie waa 
with ma with her euiteaaa and aver-praeent smile, moving into a nice houae on an 
ordinary itraat in a email upatata New York dty. She, who never had control of 
her own life, who had been moved firam ward to ward and finally to a family care" 
home waa moving in with us. 

Joanie got to tnova beeauaa of a large and complex lawauit againit the etate. 
Spurred by the Willowbrook axpoaa and other diangei, a shift in social policy was 
phasing down the institutiona and making the creation of group homes possible. 
We had sttrttd a group home, and we were welcoming Joanie into it. We said to 
her, as I did to all new poopla in those early days, that this was her home and 
would b« as long m iht wasted ii to be. The board of directors sent her a plant for 
her room. They wan the flnt flowers that she had ever received. She was, as far 
as we ware ooneomtd, floally home. Another in a series of battered institutional 
vetarans had batn taken la to our shaltar and attention. 

Somo ptople adapt their bMie natures to extremely adverse conditions by bo- 
coming withdrawn, or ag gnsslva. Soma, Ilka Joanie, become aspedally friendly 
and llkablf, eultivattng tbt affection of thoea in charge. It waa easy to try to help 
her by Uking her to one of the pbysieiani in town that wa tiustad and getting a 
complete look at hir physical condition. For it was dear that Joanie needed 
serious attention. Tiny; about four feat tan, Joanie walked with a stiffjerky shuflle 
that made her seam like her leg'jointa were ftistd. She had chronic high blood 
pressure and waa on a lot of fflfdieation to oontrol it. Moat apparent of all, Joanie 
had a terribly unsightly skin condition that eauaed her skin to ba constantly 
flaking off in a kind of fish>scate pattern. Wo got her the best of attantioo, and it 
helped a little. People tended to ba put off by har ikin condition, but Joanie waa so 
lovable and outgoing that she soon ovaroama moat paopla'i raluctanoe. 

Joanie did so well over the yean that iha prograsstd mora and mora. I heard, 
long after I had left the agency that I had founded, that ahe was now living in an 
apartment with a roommate aa she no longer needed the aupaiviaion and asiis- 
tanca of the group home. She and her roommate oooked their own meals with 
periodic help. She went to work avery day at tba sheltered workshop, and went to 
activities all over town. She grew to know her neighbors, and became accopted in 
the neighborhood. It was a long way firom Willowbrook. 

Almost ten years after I had met Joanie, I was back in town teaching a work- 
shop in group home management at the university. Soma of the present-day staff 
of my old agency took the course. During a break, one of them told ms an upset- 
ting story. She had been the person who had had the most recent responsibility for 
supporting Joanie in her apartment^ taking her shopping, helping her with her 
money, and being on call for emergencies. And Joanie had had an emergency. She 
started to have Iddney fisilure. 
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(Th« muitlpia effocts our answdrs to poopt«'s vulnanbility show most^ 
ctearly whan traced thfough one person't bloflrtpliy. j 



Yet when Joanie 
wa« "disappeared* 
from her new home 
ajmmunity, when 
thii woman without 
family or real 
friend* waa taken 
back into the 
inatitution the only 
person who raised 
her voice in protest 
was the person who 
had the closest 
personal relation- 
ship with her. 



AA«r tastiaf, it turatd out that all of those yaart of having untreated high blood 
presiui^ at Willowbrook had dons issradi cable damage. She wu losing kidney 
lUnetioa, and would die if she did not get dialysis treatments regularly. Thers was 
yet no dialysis unit in town. (This I knaw, for people in that dty had to drive an hour 
and a quartar to tht nearest mtdieal etntar for it) But instead of arranging transpor- 
tation to this madieal eaatar, or arranging for her to be temporarily hoapitaUzed or 
cared for in that dty and than ooma home, the state olBoa charged with the welfare of 
former inhabitants of Willowbrook made a aignifleant decision. They ordered Joanie's 
transfer to tha naaraat largt state institution for the mentally retarded. There 
Joanie, once a regular neighbor in a nonnal neighborhood, was put into a bed on a 
ward for people with the most severs disabllitias. After ao many yean out, she was 
back aa an institutional resident, and s%ts ill. My promiae of a permanent home was 
an empty one. It wu the promise of a person who was no longer there. 

The young staff member who told me this story was upset She had thought that it 
was terribly wrong to put Joanie back in an institution, to give up her apartment 
forever. She thought it was wrong of the state ofBce that was supposed to look out for 
her to send her away instead Just because she was so ill and need<Bd medical treat- 
ment. State institutions were not where you or I would go for medical treatment. 
This had to be heartbreaking for Joanie, she worried. She tried to get the agency that 
ran group homes and apartments where she worked to tell the state no. But she had 
found no support Instead she had been told by the director of residential services 
that her advocacy was '^eatening to get in the way" of her work and, if it contin- 
ued, that it would be reflected in her next performance appraisal. 

Her story prompted me to break my rule about meddUng in my old agency's 
affairs, on Joanie's behalf, with only very limited sucmss and at the necessary cost of 
good will. But it made me think deeply about the question of what waa supposed to 
keep people safe in our mental retardation servrioe systems, and in our world. For I 
had heard very many stories like Joanie's. This one wu particularly compelling, 
however, for Joanie was living under the protection of one of the most sophisticated 
systems of safeguards of any per^n with the label of mental retardation in America. 
She lived in a ruidential service with internal monitoring. The rwidential agency 
wu monitored by the quality assurance division of the state ofRca of mental retarda- 
tion with such particularistie rigor that if their reviewers found on a site visit that a 
resident's bedroom did not have a chair that a signed waiver that he or she did not 
want a chair had to be maintained on file in the residence ofBce. 

Joanie too had a case manager with the local ofBce of the state office of mental 
retardation. Because she wu a put inhabitant of Willowbrook, this ofBce wu 
required to keep her under specific scrutiny and report her progress to a central ofBce 
charged with oveneeing members of her legal 'class.* She lived in the state with the 
most powerful independent oversight agency in the United Statu, the Quality of 
Care Commiuion for the Mentally Ketard^. She wu served by four separate 
service organizations. Yet when Joanie wu 'disappeared* from her new home com- 
munity, when this woman without family or real friends wu taken back into the 
institution the only person who raised her voice in protut wu the person who had 
the doiut personal relationship with her. Under the most complex monitoring 
system available, the grsatut wrong had been perpetrated upon Joanie Davis. The 
system for keeping Joanie Davis safe had not kept her safe at all. How could the 
system have failed? 
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How Regulatory Control Expands 

David B. Schwartz 



Then ii no more eloquent description of the proceti by which regulatory control 
expands in » democracy than that made by Alexis de Tocqueville in 1835 in Z)c- 
mocracy in America. 

li frequcttly faippeos thu the mealben of the community prooKHc the influence of 
tbe centnl power without intmding la Democniticcr&i are period* of expoimcnt, 
innbvadoo, and advenmre. Tbere ii alwayt a multitude of men {tic] engiged in 
difikult or oovd tmdcitikings, uliich My fdlow by tbcnudvei without ihir,1f1ing 
themsdvM to th^ ^ * general pnndple, that the 

puUic i^^ interfere in private coacems; but, by an exception to 

ihatnilie^ 

engige^ and seeks to draw upra the influence of tl^ government for his own 
benefit, although he would itstrict it on lU other occasions, If a la^e number of 
men {sic] ^)plies this particular exen^iion to a great variety of different purposes, 
the sphere of the central power extends itself iropercepilbly in all directionSi 
although everyone wishes it to be circumscribed. 

Lessona ■ Regulaiioo and hence government control over seuingi in which people with disabilities 

are found will always expand over time, even if individual government offtdals at particu- 
lar times desire to limit it, 

■ Each incident or scandal, or pattern of incidents, is likely to precipitate an expansion of 
regulitoiy control u a method of tiying to keep whatever bad thing has happmed from 
happening agaia 

■ The "passions of individuals,*' niost potently expressed through voluntary advocacy 
organizations, will imwiiiingly prompt the expansion of governmental regulatory control 
through attempts to protect those whom they represent. 

■ The expansion of control will, by formalizing and increasing papcrwtvk and related 
practices, increase the weight imder which fonnalized caregivers must cperaic, at the cost 
of individual and organizational vitality* 

■ The profrssionaUzation of relationships with people with disabiliti» will increase. The 
authority of bureaucracies will increase, and the power of citizens will conversely dimin- 
ish 



More central control 
More bureaucracy 
Decreased fiexibliity 



Motive intended response Unintended consequences 
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More regulation 
More money 
More professionals 




Contrasting Approaches 



Selecting reasonable action to increase s^eople's security 
implies more than a choice of tactics. Two different ap- 
proaches require consideration. The following pages con- 
trast their contribution and UmitationB in making and 
keeping people safe and identify their different costs and 
the &ctors which contribute to increasing their effective- 
ness. 

One approach, which we called Administrative Regulation & 
Related Legal Advocacy, formalizes the relationship between 
people with disabilities and those who provide assistance to 
them. This approach codifies expectations in statute, regula- 
tion, and policy, or -if these fail- in judicial decree. The sys- 
tem values compliance and rationally planned improvement 
in standard and practice. Judgements about the adequacy of 
response belong to professionals, with a variety of due proc- 
ess mechanisms to resolve conflicts. 

The second approach, which we called Lifesharing & Other 
Personal Commitments, calls for and relies on personal 
commitment People choose to build intentional community 
or protective relationships with one another. People value 
the struggle to live creatively in fidelity to the spirit of their 
commitments. Judgements about quality of shared life 
depend on mutual trust and listening among those who 
share a commitment. 

Each approach offers something different; but the two mix 
poorly. Compliance undermines the spirit of commitment. 
Fidelity depends on trust and breaks down without personal 
identification and shared values. 

There if moj« than a imaU touch of irony thtt todAy M many people 
perceive the regulation of the a^niiiein mm the problem. A few i^ort yean 
ago, advocate! decried the abfM^ xegulatioQ condition 

that pemitted, and It^ p^^ abuiea of humahi to occur under 

the guiee of tieateent l^ widely ^ nunixig home acandalt of the 

early 70't brought about « itritiig regulatory naponae. At medicaid became 
a more important Aindlog tbuiea in the mental retardation eyitem, thoee 
xegulatojy reaponfee were Ulted and tranafiirred to thia ayitem without 
adequate contidaratioh of tluir lp^ ayttimf ability to 

enforce thoae expectatloni.lilie Tdpay, they 'juat growed.* Soon thee e 
regulationa becajne the mod«l for other, son*medle«idprografflf in the 
lyitem/: •■" 

-Ctannee Sundrmm WfM 
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Administrative Regulation & Related Legal Advocacy 



Contributions 



/ Allows rapid change. Some things cin be 
done "with the stroke of i pen". 

/ Permit broad, uniform movements in 
policy. 

/ Can send strong signals about system direc- 
tion. 

/ Can shape the common sense of what is 
unacceptable. 

/ Can shape the common sense of what is 
possible and desirabh. 

/ Can clarify what is in people's best interest. 

/ Does not require waiting for public attitudes 
to change. 

/ Offers public debate of difficult questions; 
can improve understanding by insuring that 
different points of view are heard and 
assumptions and conclusions are challenged. 

/ Offers leverage to increase vulnerable 
people's power to seek fair treatment in 

specific situations. 

/ Can be used as a way to push new issues or 
Stan new initiatives. 



/ Offers a way to bring people to the table to 
negotiate with one another. 

/ Encourages people thai something can be 
done; that progress is being made. 



1 AdvwttiilivlitUiDil^ 

iflyrthTf tof ichiiYi mtilU- 

• Rfgula^«i»ti»^n^u«uly«iitt«bytlwton^ 
ThtpMplscloMitothisimidoo typieiUy 
othm who «f Mp6(ti i& proMdum to speak for them. 

I RtjulHiont limit fiadbiliy''"iPdprovidftaae««sefor 
lASUxibiUiy. Tbm U Uialled allowwcc for difference in 
indivitfuti tftvitj^Ttfr 

I ReiuUtioum be used on people wUh disabilities to 
maintaia aod extend tbe powa oiben hold over them. 
Iliey eanbe used to jiutify pnoiees that are against the 
besfiiiueiem of a person with a disability. 

I Regulaiioos are often very hard for people with disabilities 

I Regulations can say different things about bow people with 
disabilities should be treai«i depending on how the place 
tbey live is paid for. This can be confusing. 

I f>roe6duies f(»r insoiing fairness can get con^licated and 
take a very long lime. 

I Because regulations have to take account of the interests of 
several different groups, they can represent a coo^romise 
on what would be best fcv people with disabilities. They 
casrepresent what the reguluors think tfa^ can get people 
to do rather than what they think if best Thisniixes up 
signal! in the system. 

I Regulations can be hard to change, even when people agree 
they don't wort wdl 

i Mon^ InH necataaiily attached to regulatlans. Providers 
can bf tdted to do thiflfi without enough money to do 
them. And proVidan that dta't live up to regulations can 
itUl go on getting money and keying pMpl(>< 

I nienarb things that are importani for people with disabUi- 
Uei Urn od>«ri can't bo nqui^ 

I Changei In wordi in regulations canmake some people 
think that things are really difrereatfor people with 
d i a s b iliti fi . This isn't always tme. 
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Cosis 



What contnbulcs to cflectiveness? 



KPIM 



▼ ReguUiicmtcinfSriveupmGneyexpendi* 
tu»i without ttecesiiriiy making people with 
dis«bUltiei vei7 much better off, 

▼ Regulationi and pUns developed to respond 
to ut^tist treatment of one cUsi of people 
may lead the lyitem to ignore the needs of 
people not protected by ludi designations. 
This fragments the system more. 

T Regulations can build up animosity and 
separateness. 

▼ It is hard for system managers and advocates 
to openly acknowledge die limits of regula- 
tion when it defines so much of their work 
and when ii is one of the main tools available 
to manage a complex system. 



4 loiim peii^ic teview dm accounts the positive 
tnd negative effects on people. Look for nega- 
tive longer term effects that build up over time. 
Look for nninf ended consequences. 

Increase control of regulations by consumers. 
At least support the active involvement of 
consumer groups in negodating regulations. 
This support may include helping people leaxn 
•he skills they need to influence the regulatory 
process. 

Time limit regulations to insure that they are 
renegodated regularly. 

Involve consumers and people close to them in 
reviewing draft regulations to ask exactly what 
Uiey should expect from regulations and to 
idendfy possible problems. This purchases moie 
thought^ilness aiui improved foresight at the 
cost of making regulatory changes take longer. 

Look for ways to regulate that suppon individu- 
alization and innovation. 

Make tests of parallel systems such as peer 
review instead of regulatory compliance 
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Lifesharing & Other Personal Commitments 



Contributions 



/ Answers the fundamental human need for 
commiced, freely given nsladonships and 
for community of suppoR and effort 

/ Complements each individual's gifts. 

/ Raises basic question — "Why are wc 
here?" — for every member and provides 
the place for people to look for the answer 
with others who share the search. 

/ Not necessarily dependent on human 
service funds. 

✓ Offers natural ways for people to meet and 
suppon one another without professional/ 
client roles intervening. 



Limits 



V Grows slowly In terms of the number of people 

.■;;'induded,'v,|\:;S:'g^^^^^^^ 

n Relationships develop over time. There are lots of 
ups and downs. There are disappointments and 
sonows as well as adiievemems and joys. 
Ufesharing is not a •fix" for suffering, but a way 
to acknowledge and share suffering. 

li There are limits to what people can do for each 
other within relationships of equality and fdend- 
ship. 

II Doing away with professional/client distinctions 
doesn't resolve issues of authority. 

U There arr. very powerful social forces against 
lifesharing. I? contradicts many common beliefs 
and practices. 

i People do break personal commitments. 

|] There ate some people lifesharing doesn't suit. 

li Some people may face developmental challenges 
that they can only work out outside close commu- 

.nity..' 

II Abuse is possible in lifesharing situations, 
n Lifesharing arrangements look fragile, 
i Lifesharing could become a fad. 
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Costs 



▼ The intimacy of living together communally is 
threatening to many people. 

▼ Some people need substantial help, some of 
which costs extra money. 

▼ People sacrifice some privacy. 

T Commitments limit people's autonomy and op- 
tions. 

▼ People face uncertainty and fear about "not 
fixing" difficult situations. 



What contribules to etfcclivcness? 



•^ ifore people to Uvevolm ininten- 
lionil community* including people with 
posidcQs in minagiDg the lesvice system, 

Miintain the space Ufeshuing needs to grow 
by respecting itt limit! and not expecting it to 
take over for Urge numben of people. 

Avoid the tempution to present lifesharing 
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Competing Social Tools 

John McKnIght 



Th« uioeUtiona of oonunuAity nprtMOt ualqua Mdil tooli Ihit art unlika the fociAl 
tool rapnMnted by a managtd ioititutlon. For moiplt, tha itnicCiua of itutitutiam it 
a dMign Mtabliibad to enata control of paopla. On tha otbar band, tht ilmtun of 
aMociatioot ia tha mult of paopla aetinf throuih otumnt ti ii critical that wa diitin* 
guiib bitwton tbaoa two motivo foreaa btcauaa than an nany gotla tbai can only ba 
fulfiUad through woBtat, asd thatt an oftan foala that will ba impoaiibta to achitvo 
through a production syatom dttignad to eonfiol. 

Tha community anvironmont if oonttructad around tho roeognitloD of fallibility 
ratber than tha idaal. Moat inititutionf , on tha othar band, an daiigntd with a viiioa 
imagining a itnictun whan thing! can ba dona right, a kind of ordarly parfaetion 
achievad and tha ablaat dominata.. 

In the prolifaration of community aaaoeiationii than ii room for many laadan and 
the development of laadanhip capacity among many. Thii daaoeratic opportunity 
atructrire ataumas Uiat tha beat idea ia tha aum of tha knowinga of tha eollectad fallible 
people who an dtisena. Indeed, it la tha marvel of tba damoeratic ideal that people of 
every fallibility are dtizena. Eiteetlva aaaociationa] Ufa incorporataa all of thoie falli- 
bilitiea and reveala the unique intaUiganea of community. 

Inatitutiona, on the other hand, have gnat difileulty developing programi or activi- 
tiea that recogni2e the unique eharacteriatica of each individual. Tberefon, aaaociationa 
represent unuaual toola for creating "hand'tailond" raaponaaa to thoae who may be in 
apeelal need or have unique fallibilitiea. Our inatitutiona an conatantly reforming and 
reorganizing themaelvea in an effort to enata or allow nlationihipi that can be charac- 
terized aa "can." Nonetheleaa, their miniatrationa conaiatantly commodify themselvei 
and become a aervica. 

Why ia it, then, that aodal policy ao otten ignona community? One naaon la that 
there are many inatitutional leadera who aimply do not baliava in tha eapacitiaa of 
communitiea. They often aee communitiea aa collactiona of parochial, inexpert, unin* 
formed andbiaaed people. Indeed, then an many leaden of lervica ayatema who 
believe that they an in direct competition with communitiea for tha power to correctly 
define problema, provide acientific aolutiona and profaaaional Mrvina. 

In thia eompatitiva undantanding, the inatitutional laadan an correct. Whenever 
hierarchical lyatama bacoma mon powered than the community, wa aaa tha flow of 
authority, raaourcaa, akilla, dollan, legitimacy, andcapadtiai away from communitiea 
to aeivica ayitami. In fact, inititutionalized ayatema grow at tha axpanaa of eomauni* 
tiea. Aa inatitutiona gain power, eommunitiaa loie their potency and tha coniant of 
community ia nplacad by tha aervica of ayatema; the citizana of community an nplccad 
by the dienta and conauman of inatitutional producta. 

Aa ono obaervea thia atruggle, then appear to ba three viaiona of aooiety that 
Ttvse visions; dominate the diicourae. 
Thsrapautic • 'Yhe fint ia the therapeutic viaion. Thia proipeet aaea the wall-being of individuala 
Advocacy „ growing from an environment compoaed of profaaaionala and tbair aarvicaa. It an- 

Community viaiona a world when then ia a pnfeaaional to meat every need, and tha fee to lecura 

each profeaaional aerviee ia a right Thia viaioQ if apigrammatically axpniaad by 

thoae who aee the ultimata liberty aa tha "right to tnatment' 

• The aeeond pnipect ia tha advooaoy viaioa. Thia approach fonaeea a world in 
whidi labelled people %vill ba in an anviranment protected by advoeataa and advocacy 
groupa. It oonceivaa an individual whoaa world if guarded by legal advoeataa, aupport 
people, aelf-help gnupa, Job devctopen, and houaing loeaten. Unlike the therapeutic 

NOlM 
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**ThQ surest indication of tlie eiperieneo of conununity is the explicit common knowledge 
of tragedy, death, and suffering; The managed, ordered, technical vision embodied in 
professional and institutional systems leaves no space Ibr tragedy. They are basically 
methods for production and have no room for tragedy. Indeed, they are designed to deny 
the central dilemmas of lif^" 

vitioa, tba advocacy approach coneai^m a daTentivo wall of halpara to protact an 
individual againi t an alian oommunity. It taeka to inivirt a paraon'i rtght to ba a 
Ainetloaing iadividuaL 
• Tha thixd approach la tha community viaion. It M«t tha goal aa ^racommunalisa* 
tion' of axilad and laballad individual!. It undentandi tha community ai tha ba«ic 
contaxt for anabling paople to contribute tbair giiU . It saat community aiaodationt 
ai contaxta to eiaate and loeata joba, provida opportunitiai for raerution and mul- 
tiple friandfhipt and to become the political defender of the right of laballad people 
to be free £rom exile. 

Those who teek to institute the community vision believe that beyond therapy and 
advocacy is the constellation of community aasodations — the church, thi bowling 
league, the garden club, the town paper, the American Legion, tha hardware store 
and the township board. They see a society whers those who were once labelled, 
exiled, treated, counsded, advised and protected are, instead, incorporated in com- 
munity where their contributions, capacities, gifu and fallibilities will allow a 
network of relationship!- involving work, recreation, friendship, support and the 
political power of being a citizen.... 

The informality of community is ejEpressed through relationships that are not 
managed. Communities viewed by those who only undenUnd managed experiences 
and relationshlpa appear to be disordered, messy, and Inemdent. What these people 
fail to understand is that then is a hidden order to oommunity groups that is deter- 
mined by tha need to incorporate capacity and Mibility. 

While institutions and professionals war against human fallibility by trying to 
replace it, cure it, or disregard it, communities are proliferations of associations that 
multiply until they incorporate both the capacities and the fallibilities of citiisens. It 
is for this reason that labelled people are not out of place in community because they 
all have capacities and only their fallibilities are unusual.... 

Professionals and institutions often threaten the stories of community by urging 
community people to count up things rather than communicate. Successful commu- 
nity associations rasist efforts to impose the foreign language of studies and reports 
because it if a tongue that ignores their own capacities and insights. Whenever 
comaunitiea come to believe that their common knowledge is illegitimato, they lose 
their power and professionals and systems rapidly invade their social place. 

The surest indication of the experience of community is the explicit common 
knowledge of tragedy, death, and suffering. The managed, ordered, technical viaion 
embodied in professional and institiitional systems leaves no space for tragedy. They 
are basically methods for production and have no room for tragedy. Indeed, they are 
designed to deny the central dilemmas of life. Therefore, our managed systems 
gladly give communities the real dilemmas of the human condition. There is no 
competition here. Therefore, to be in community is to be an active part of the conso- 
lation of associations and aelf-help groups. To be in community is to be a part of 
ritual, lamentation, and celebration of our fallibility. 



From: R«0Bnerating 
Community (1937). 
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Tho Loss of Spirit 

David B. Schwaitz 

Ballaviaf that oonitantly inenaiing 
lavali of nfulAtioa will kaap tha lodal ao- 
virsnaaot of vulnarabla paopla aafii and 
haaliby ta lika ballavlDf that eooa tantly 
ineiMiiaf doaaa of anttbiottea wUI kaap a 
malnouriuiad child baalthy. In ita potaa* 
tial for fflladiraeting attantlon (h)as daapar 
iaauaa, it can im wittingly do long tans 
ham to thtf fabric of buaian ralationahipa 
through which huaas lifii mii^ worki. 

Asacdotal avidaoea that our "earing 
ayatama* ara iu£f)iring usdar tha wiight of 
ragulatoiy papaiwork ia widaapraad. Ooa 
haa only to talk to any workar to hiar 
itoriaa of how caring ia baing dlipliead by 
compliasca activitiaa which wara paradoid- 
eally originally isatalled by lyatam advo- 
eataa to inipsova cara. 



Tha datarioration of apirit lignaled by 
thoM anacdotaa ii the main toxic efToct of 
incnaaad ragulatory control. Onca wo wipe 
out apirit, wa havo killed off the heart of 
to moral entarpriaet and to people in need. 



One of my firianda ramaina al work daiplta tha riiisg tide of regulation. A couple of years ago, he 
helped to a«t a paraon up in a little apiHaanl Ufa (br thii mas flouriihed. He became known and 
accepted is tha neighborhood, tod baeama a fixtura at tha corner market. Hie life, ailer many years of 
bloodltii warahouiing ifid progrtiamiflg, bagan to maan lomathing in a aodal context 

Evastually tha ioapaetor from tha itata ofSea of uifltal ratardatioa came for a routine certification 
viait Ha ioipaetad tha mi&'i apartmant and found it lubitaatially in compliance, except for one problem. 
The back itairway doori the nqulrad *'iaeond agraaa' ia the coda, wta too abort People could bang their 
bead nmningout if thara wara • firti Tbii wai Mrtoua ( tha apartment would have to be decertified. The 
man would bava to novo, 

Move? My firiaod didn't know what to think. But ha had worked for the state office himself. He knew a 
fewofthatricka. Ha triad a weak, ironic joka. Ha pointed out that in fact this person would never bump 
hia head — ha was only W. "Why dos't you Juat give ma a waiver of regulations," he asked, "a waiver for 
abort paopla?" 

Tho waiver was denied, but a creative bureaucrat found a aolutios. The agency's operating certificate 
waa limited to only [allow] occupancy by dianta who are S'S" till or shorter.' The man is sfjll thers. How 
long will my fSriand atay? My guaaa ia not foravar. Bacauaa avary auch avant probably erodes his ability to 
maintain eosimitment to hia work. 
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StrategfQt for increasing People's Safety 



Work for sociat ehang«... • People with disabilities and their familiei are on the shoit end of social 

power. Remedying this means more than just increasing participation 
in service planning or service delivery. To get to the root of the 
problem we have to increise the poUticil power and culmral standing 
of people with disabilitiei. Any response that simply fxuses inside 
the service system will be incomplete, no matter how desirable it may 
otherwise be. 

• The key theme is keeping people together. Disabled and able together 
in all life experiences from preschool on up. In work, in recreation, 
and in all of community life. Making this happen takes caring coaches 
for both able and disabled people. 

• We need to make it clear that powerlessness equals abuse. That infor- 
mation, plus suppon from someone who cares, plus access to effective 
methods of recourse are the minimums necessary to safety for people 
with little power and control. 

• Personal relationships are an essential part of any system to discover 
and aa on abuse and neglect People need others to confide in, others 
to see what's happening for them. 

• We need to encourage everyone —starting with ourselves— to 
inventory our own abilities and disabilities so that we know what we 
all have to give and so we can start working on the ways that each of 
us are weak in living well with other people. 

• We are talking about increasing symbiosis among people. We need to 
talk more about humankind and less about people with disabilities as a 
"special" kind of human. 

• We need to find more ways to link the interests of people with dis- 
abilities to other community members; for example, through the 
development of cooperative housing associations. 

• We lack a technology for changing attimdes. And some of us think a 
formula can't ever be found for the kind of change that's needed. But 
we can set the stage for attitudes to change. We can be sure that 
people have role models of people with disabilities whose lives are 
successful. 



"Any response that sim- 
ply focuses inside the 
service system will be 
incomplete." 
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Support tht contribution of • Many people would be iiunk without the support and advocacy of 
famlllu&friands... their family and friends. 

• We have to think caxefiiUy and face some haid facts about family 
life and committed relationships. 

. Lifestyles are changing. Many people have single parents. Many 
people have both parents working. Living well together takes 
time and having to advocate continually for necessities takes 
more time. 

• There can be big differences witnin families in the extent to which 
a family member with a disability is valued ind accepted as an 
equally valuable person by other family memben. 

- Many families and friends id apathetic — «r numb— because 
even the services that are supposed to help are confusing and very 
hard to get what a person needs from. Information is hard to find. 

- Not even getting listened to by people whose job is to help can 
bum you out on trying to ask for things from community mem- 
bers. 

- Families and friends can be abusive and neglectful, especially 
when they lack support We have a lot to learn about improving 
the ability of family and friends to cope. 

- Some families and friends have very limited ideas about the 
possibilities for a person with a disability (So do many service 
workers). 

• There is a great deal of talk about families disintegrating. We 
have to frgure out what all this talk means. We can't afford to 
hope for something that can't happen; but we also can't afford to 
just pass around a lot of cliches about how bad everything is 
without checking them out. 

• Vouchers for family support and (early) education services could 
increase access to integiked settings. 

• Many families need opportunities to plan seriously about, **What 
happens when we no longer can provide what out disabled son or 
dau^ter needs." 

• We need to develop better ways to get information to families in 
ways that makes sense. 

• Families need to know from their child's earliest years how impor- 
tarn it is for disabled and non-disabled children to learn with and 
from each other. 
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Work on s«fvic« systim 

iStUM... 



*Sp«Akli3f fbr Oumlvft U to 
•dvocAcy group whoM iMmbin 
art or b«v« bMo diasU of tht 
loisUl nUrdAtiac §9Mo» lyiUm 



• Lots of people need at least some help from services. But as people 
with disabilities represent incieasiiig cash value to service providers 
and service system operators, the incentives grow to find things 
wrong with people and to keep people dependent Under these 
conditions services necessarily must push people with disabilities 
away from community associatioa We need to find counter! orces to 
thisthitaL 

• Some people have nobody to count on except a busy case manager, 

who has too many people and too much paperworiL 

- These people need a buddy to advocate for them instead of having 
to wait for a case manager to get around to them. 

• Organizadons like Speaking for Ourselves* can help if there are 
ways to meet and organize people who are alone and powerless. 

* Case manager's jobs should be restructured. They should spend 
enough time to get to know people and check how things really are. 
Not just shon visits, or meetings, or looking at papers, but sharing 
experiences with people. 

- If this restructuring of case management isn't possible, make it clear 
to everybody that the case manager is there for the system's paper- 
work and can't do much to keep people safe or improve things. 
Otherwise, people will think things are better than they are. And 
that's dangerous. 

• High mmover among direct service staff makes it very hard for staff 
to know a person well enough to make good judgements about ac- 
ceptable risks. 

• The contradictions between how services are funded and regulated and 

people's sense of what is right creates a problem. The stronger staff 
commitment to positive roles and experiences for people, the more 
likely a conflict with mles and funding patterns. This increases staff 
fmstration which could lead them to quit or withdraw from their 
worL We need to experiment with alternative ways to monitor and 
regulate services. 

• It's important for writers and enforcers of regulations to see the real 
effects of their woric on what we value in people's lives. 

» We need to create windows of oppommity to maintain contact and 
respectful discussion between people concerned with administration, 
people concemed with advocacy, and people who are lifesharing. Our 
discussion shows that each way needs the others; each can contribute 
to mutual education. All must learn to focus on social and cultural 
change. It's easy to divide ourselves; we have to work at coming 
together. 
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Support th« contribution of * Service woikeis (and regulators) need methods for '^le release:*' 
Mn/(cowori(trt... ways to give up some control in favor ofpeoplc with disabilities 

and their families 

• Seivicc workers can gain in ability to "walk in people's shoes"; to 
look at decisic»is from the point of view of people with disabilities 
and to appreciate the life experiences that have influenced many 
people with disabilides. 

• Sendee workers need to clarify and change their own possible 
contributicOTS to disempowering people through eveiyday practices 
and routines. 

• Service woricers need to practice hearing what people with disabili- 
ties have to say. 

• Building personal relationships between service workers, family 
members, and people with disabilities is important. 

• It takes a lot of common sense to deal with people in a way that 
keeps them safe. Education and credentials don 't necessarily mean 
empathy for people. 

• Service workers need oppominities to reflect on their work and 
their commitment to people with disabilities in small, soul search- 
ing events. 

• Service workers need to reflect on the kinds of educational experi- 
ences and back-ups will help people with disabilities make good 
decisions in risky situations. 



Accounting and Reducing the Costs of Regulation 



Clarence Sundram 



too often, satis- 
fying auditors and 
regulators becomes 
the mission rather 
than caring for the 
human beings the 
system was created 
to serve.*' 



C«nsiclefations 



from: Regulation - Hivf w ill gont 
mad? OUfiy efCtft, Saptimbtr* 

Odobw, lW7p,7, 



When we tvguUU oot wisely, but too much, we itifle initietsve without 
npledDg it with something of higher value. We aim at • common level of 
undistinguished performance that eliminates both risks of failure and 
challengee to soar to excellence. We breed an attitude of eomplianco with 
regulation rather than reinforcing the sense of mission that draws so many 
people into this field. And too often, eatisfying auditors and regulstors 
becomes the mission rather than caring for the human beings the system 
was crsated to serve. 

These results are tmderstandable given the multiple end conflicting 
foives pulling and tugging at the employees who are caught in the middle. 
They have one set of dutiee that require them to meet almost every dimen^ 
sion of human need of residents of Uieir fadlities — a challenge that can 
well consume every ounce of their energy, skill, and commitment They 
have another set of duties to comply with conditions that allow thsir 
programs to exist, to remain certified and funded. The regulatory system 
deals little or not at all with the first set of responsibilities but rsgulsriy 
scrutinizes the latter. Administrators and mansgen who worry about the 
external demands on their programs are forced to make sufs they comply 
with regulatoiy requirements. When only ont set of dutiaa ii regularly and 
systematieally reviewed and reacted to both internally and extamaUy, it is 
euy to create a value system that exalts paperwork over eara. And, the 
(ruth is that often these paper duties nay ba mora saduetivi because, in 
many cases, meeting the naeds of people can be both physically and amo< 
tionally draining. But, over time, the priority for paperwork can have a by* 
product of eroding initiativa and breading apathy, with mindless tasks that 
try to measurs the ImmoMurable or the irrslavint, while tasks which 
nourish and enrich the human spirit go neglected.... 

1. Regulators need to become mora eonselous of thf enormous powsr 
thsy wield and of its great potential to destroy Initiative <— the very life 
blood of the system. They need to be earsfUl about the behaviors they 
reinforce and don't rsinforoa in regulated programs, and to think mors 
critically about what they want to aehleva beyond eompllanca. In particu* 
lar, we need to oonsider whether there are better ways than endless docu* 
msntation to ensure quality care. Our own experience in monitoring 
conditions in psychiatric and developmental centan suggests that direct 
observations by outaiden of a significant part of residente* waking hours 
provides a rsliable barometer of actual performance of many important 
duties, without rsinfordng paperwork duties. 

2. Pitigram directors, professionals, direct care staff, parents, advocates 
<-> all of us — need to think anew what we want and don't want from a 
rsgulatory system and examine more earefUlly the cost of the choices we 

make. We cannot guard sgainst all risks all ^e time without turning both 
our staff and their charges into automatons. 

3. All of us need to consciously reaffirm the paramount value that 
uttdergirds the service system — providing care and all that word entails 
- for people who cannot care for themselves. We need to be strong advo- 
eatee for these values and resist any activity that encroaches upon this 
fundamental obligation. 



We often say, "We omstpro^l p^^(^ of excellence.** Does this 
not display our liindamemal eznsz? iR)! if if it 

indeed is a product, then the quality of thii fsxodw^^ be legulated. If 
caxing is a resource to be purchased, thea the firo^ of helping cire 
anse into the world is a process of |)rodiMdn, la which economic and 
material laws are primary. From such|bliefl, the eventuil devdopment 
of regulatoiy control is inevitable^lor it pi^^ 
same concepdon of the acd\rity. Ihtt ii why q^uiUty assurance programs 
in human service are so evocative bf indiifi^ quality control pro- 
grams; the former were patterned dh^rctly iip^ the Utter. We believed 
that we were dealing in botti casb ;!^ 

We must realize that we are cool^jsing two very differem approaches 
to human endeavor. We might think of these approaches as tools. The 
one, professionalistic and hierarchi^l, may work well to produce auto- 
mobiles. Hie othei^infprmalieM 9^^^ <o 
community-- is good at ca^in^ So the way we have 
gotten the two muddied. We haves found Ourselves with the wrong tool 
in our hands. Thinking aU probleins tp^ be na^s» we strenuously hammer 
away at caring as things getsteadi|y wor^ ' 

■ -David B. Schwartz. 
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Options for Action 

To Make Children Safer 

More Powerful Families ^ We need to keep focus on strengthening and infoiming families with 

children with developmental disabilities. A child's parent or parents 
are the key to safety. Grandparents, aunts and uncles matter too. So 
do brothers and sisters. 

When children live away from their families, its important to make 
sure that families are welcomed, involved and listened to. If a child 
lives away from a family and has no family involvemem, it's vital 
that that child have substitute family members. 

We need to work on ways to reduce family isolation and children's 
isolation. Non-disabled school mates and university students have 
made such a big difference for some of our families. We need more 
ways to inorease the chances that each child with a developmental 
disability will get a chance to meet "the other people" who can give 
the gifts of acceptance and participation. 

We need to strengthen the sense of expectation that all children will 
be involved with their age peers in school and in recreation. Non- 
disabled children need to come to expect the presence of children 
with disabilities. This begins to overcome isolation and reduce the 
chances of abuse. 

We need clearer, more detailed ideas about how to get the resources 
we all rely on to be involved with children with developmental 
disabilities without smothering them. We need good schooling 
without all containing special education; we need recreation without 
isolated special Olympics. 

More Effective Services How do we encourage the development and employment of more 

teachers who have the desire, the ability, and the assignment to 
facilitate the development of relationships between disabled and non- 
disabled students? 

We need to increase the range of alternatives available. People with 
disabilities are more vulnerable when they are uncooperative. They 
are more uncooperative when they are trapped in a simation that 
doesn't work for them Most of the time there is only one simation 
possible. This increases the chances of a peison getting trapped. 



Raduoed Isolation 
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-> There need to be clear avenitts of recourse for people in every 
program, no matter whax its type. We need to insure that someone 
who is in a dangerous situation has a way to let someone outside 
the setting Jenow if there is a problem. 

We have to worie systematically on the essential issue: changing 
attitudes and expectations about the place of people with develop- 
nuntal disabilities in their their lives, in our communities, and in 
society. This essential woxk begins with our own personal relation- 
ships with people with developmental disabilities and our own 
active involvement with our fellow citizens in the life of our own 
communities. 

. This kind of sodal change moves slowly, from peison to person in 
social networks. This means keeping a long term perspective on 
our policies and investments. People with developmental disabiii- 
ties will be safer as more other citizens become personally in* 
volved with them. 

We need to continue learning about what it takes to build and 
strengthen personal relationships and social involvements for 
those people with developmental disabilities who would otherwise 
be isolated. 

• The best way to learn about this is through investments in 
local people's efforts. 

• We should support a variety of efforts to be sure that commu- 
nities have people who will be there to ask for and support 
personal involvements. 

• As this body of experience grows from projects focused on 
assisting people to become part of community life, we need to 
invest in comnumicatiDg their lessons and sharing their tools. 

-> We need to help systems explore more ways to put power, money, 
rulemaking, and monitoring in the bands of people with develop- 
mental disabilities and those people closest to them. 

• The system we have now generates increasingly detailed rules 
within a system that institutionalizes major inequalities and 
disempowers people. We need to experiment with major 
changes in these systemic ways of keeping people unequal 
and without the resources to stand up for tiiemselves. 
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• Just offering more of what we have now can*t woxk to give 
people the power they need to be safer. But demand on the 
system —from people who have little or no help now or from 
advocates for people who are especially and obviously hun by 
the worst of cunent services— means big pressure for more. We 
need to focus influence and money on effoits to create windows 
for action to make the system different 

• There is much to letm about tltemaiive ways to help people 
with developmental disabilidei and the people closest to them to 
see. undeittand. and respond to the real risks in people's lives. 

We need to face and explore the possibility that our social systems, 
including our service lystemi are collapsing. Many people have not 
considered this possibility and some people who have think it un- 
likely. But a number of thoughtful people associated with the council 
believe this is already happening, though they may not see the same 
causes or predict the same consequences. We need to find ways to 
assess this possibility (some would say, certainty) and help people 
e;:plore the role of cidzens in a collapsing simadon. 

Minimizing the costs Understanding and achieving a balance of risk and safety is complex, 
of regulation 

» Risk can come from strangers or outsiders, but it can also come 
from people you know and rely on such as service staff or family 
members. It would be easier to deal with this issue if all risk came 
from "'outsiders" or if we could be confident that family and 
friends or professionals veiy seldom posed a signi^cant risk. 



There is a theoiy that people are safer in community settings, 
which are more open, than in instimtional settings, which are more 
closed. But what does "openness" mean? Does "openness" mean 
having lots of government inspectors visidng? How can a place be 
"open" and still be private? Does "openness" mean that a person 
has lots of friends visiting? If so, just locating people in small 
houses doesn't automatically mean they are in an open environ- 
ment. 

Regulation can contribute to people's safety by insuring that 
sufficisn; authority is available to deal with bad simadons. But 
regulation can make balance hard to achieve. It*s veiy hard to 
develop regulations that are both powerful enough to rescue 
people from abuse and subtle enough to support people striving 
for balance. 
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• The idea of **the dignity of risk** is a valuable corrective to the 
tendency to oveiprotect and over regulate. Bus it doesn't pro- 
vide much guidance for knowing when to choose for safety. 

We need to do some hard thinking to place this issue in the context 
of larger social trends. Over the long term, demand on human 
service systems will continue to rise rapidly u other Urge scale 
social changes make strong demands for new ways to organize and 
manage. Formal systems will get mom fragile and more erratic. 

-> We need to ask what we can do now to shape an environment that 
promotes the development of alternatives to widening the e;i(isting 
regulatory stream 
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